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ABSTRACT 



The summary of .the comprehensive needs study of 
individuals with the= most severe handicaps presents major, findings 
regarding definitions, incidence, needs, and current s4rvices for the 
severely handicapped. It is explained that information was. gathered 
through data file analysis, client surveys, a review of the 
literature, and constituency impact assessments^. Among f:xndings 
reviewed are that the total U.S. population with' most severe _ 
handicaps is '10,067,000; that age plays a crucial role m the impact 
of a disabling condition; that minimal efforts have been made by 
local governments to eliminate barriers in public housing and 
facilities; that transportation needs were second only to vocational 
placement in perceived need; that low employment rates are related to 
such factors as capital disincentives and employer discrimination; 
and that development of a weighted case closure system, reduction' ^of 
caseload size and an intensive training prpgram were felt to ^ 
facilitate serving the severely hanliicappM. Among program and 
finance options suggested are consumer-run self-help oxgani^a uions 
and a special revenue sharing plan. A final section analyzes key 
policy interpretations and the implications f.or ^uch services as 
transportation, employment, health coverage, i^icome maintenance, and 
consumer' involvement. . (CL) 
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' %||^ INTRODUCTION 

Background 

As early as 1959, following the Vocational Rehabilitation' Amendments of 
1954, legislation had been proposed to extend the benefits of rehabilitation 
to persons with the most severe h«idicap8, even when no vocational objective 
was obvious.' It was'argued that the Vocational Rehabilitation approach (an 
individual plan tailored to the needs of the specific individual, with case 
service funds for the purchase of needed services from qualified vendors when 
not directly provided) had much to offer for the most severely, non- vocational 
oriented, handicapped. Efforts to authorize the State-Federal program to offer 
such services (Independent Living Rehabilitation, if you will) resulted in 
bills passed by the 92nd and 93rd Congress. Both of these bills were vetoed, 
and override efforts failed. 

These proposed pieces of legislation had two major thrusts. The first 
was authorization of a new formula grant program to provide services to indi- 
viduals with the most severe handicaps without vocational objectives. The 
second was to move the vocational rehabilitation program in the direction of 
serving more severely disabled persons with vocational potential. Hearings 
conducted during the legislative process produced testiiuony to the effect 
that itn,as not certain just what was known about provision of services to 
these persons and that there was possible duplication of existing authorities 
which could provide the heeded services. 

Thus, a compromise was reached by the Congress and the Administration 
as reflected in the provisions of Section 130 of the Rehabilitation Act of 
1973 (P.L. 93-112). This compromise directed the Secretary of HEW to conduct 
a Comprehensive Needs Study of the most severely handicapped, reading as 
follows: 



S^c 130 (a) The Secretary shall conduct a comprehensive study, including 

methods by which all such programs can be coordinated at ^^^^^'fi' /J^J^' ^^^3 
local levels with those cart led. out under this Act to the end that individuals 

the most severe handicaps are assured of receiving the kinds of assistance 
necessary for them to achieve such objectives. 

(b) The Secretary shall report the findings of the study, research, 
and demonstration: directed'by subjection (a) of this -^^ion to the Con«r 
and to the President together with such "<^°°^^"'^fj^°"^^5°'.^i^8t"^l575^ °^ 
other action as he may find desirable, not later than February 1. 1975. 

The Rehabilitation Act Amendments of 1974 chipged the report due date to 

June 30, 1975. 1 \ 

The authorization to dairy out this Complehensive Needs Study (CNS), 
including demonstration projects, provide the ppportunity for documentation 
of the needs of the severely disabled and of the place and role of reh^bilita- 
tion in meeting those needs. 
Contract Award 

The competitive contract procurement was won by The Urban Institute, 
a non-profit research organization located In Washington. D.C.. dedicated to 
: sociar research on domestic issues. The Project Director was Dr. Jerry Tur em. 
They were the fiscal agent and manager of this study, along with a consortium 
of other firms and individuals. Included , In the.^consortium were the following 
groups and directors: Berkeley Planning Associates (Dr. Frederick Collignon) . 
center forlndependent Living (Edward Roberts). Medical College of Pennsylvania 
(Dr. Claire Schultz) . National Rehabilitation Association (E. B. Whitten) . 
Rehabilitation Institute of Chicago (Dr. Byrou Hamilton). Tufts New England 



H.dlc.1 a.h.bllit.tlon center (»r. Carl Oranser, , «>d Workers' »l.=blUt, Incce 
Systems (Dr. Monroe Berlcowitz). . ^Z- , . ■ 

in additidti. the following individuals were among 'those consul ting with 

the project: r^ey l^ ^' '""^ "^'""''V 

Dr. Saad «agi. Dr. Edward Newman, and Corbett Reedy. The Council of State 
Administrators of Vocational Rehabilitation (CSAW) wa. fully involved and espe- - - 
cially helpful and cooperative. There were, in addition, both consuuer and . 

provider advisory groups. 

The study strategy essentially addressed a few key questions: «ho are the 
. .est severely handicapped Individuals, Sow appropriate are alternative operations! 
deflnltlonst Bow .any severely handicapped Individuals are there, »hat Is their 
situation, Wiat are their needs! Ho. are their needa no. being met. 

Study Design 

Theae Issues were addressed In a n«,ber o£ .ays: data file analyals, cUa.t 
surveys, a revle. of the existing literature, and' constituency Mpact asse.s.ents. 
•The half dozen national surveys t"hat offer information relating to dl- 

abUlty vary In terms of the n^ber of households, definition of disability, and 
year mounted, m order to get estMates of the Incidence and prevalence of aevere 
disability, these differentials «re reconciled as much as possible. 

The surveys. ho.ever. do not provide much detail about the situation of the 
disabled individual. To r^edy this lack of Information, a survey .aa developed. 

The Orbsn Institute. The target was to be a group defined, as those too severely 
handicapped for Vocational Rehabilitation services-persons *o were not accepted 
for the progr« or whose .ases »re closed as not rehabilitated for reasons of 
severity o, handicap. With the support of the CouncU of State Administrators of 
\k and the yeoman work of the VK directors and agency ataff 1, Colprado, Connecticut 



• Georgia. Idaho. Indiana. Maryland. Minnesota. New Yor4c. Ohio. Oklaho^e. North 
Carolina, and Washington, who 'contacted a group of these clients to get consents 
for the interviews, extensive data on about 900 such persons was collected. 

in addition to these persons, however, there are severely handicapped 
persons who. may never get to, a State agency and represent an Important group 
to survey. The best places to^find such persons in any numbers are thk Compre- 
hensive Medical Rehabilitation Centers (CMRCs) . Data on about 300 such persons 
were gathered from 10 CMRCs: New York University Medical Center (New York). ^ 
Rancho LOS Amigos Hospital (Downey. Calif.) . Rehabilitation Institute of Chicago. 
Rehabilitation Institute (Detroit) . Tufts-New England Medical Center (Boston). 
Spain Rehabilitation Center (Birmingham) . Texas Medical Center (Houston) . Univer- 
sity of Minnesota Hospital (Minneapolis). University of Washington Hospital 
(Seattle) . and Woodrow Wilson Rehabilitation Center (Fischersville. Virginia) . 
Data were gathered using a special functional assessment scale developed by 
Dr. carl Granger of Tufts. This procedure permits a sc^e of severity of Impair- 
ment which is correlated with other information, permiting an assessment of 
severity of Impairment with degree of handicap. 

The review of the literature, of course, is a vital element of any study 
such as this. Yet the literature is incredibly large. The Medical College of 
- Pennsylvania (MCP). With its excellent staff and computer, capability, was asked- 
to assist in screening the mass of published work. MCP developed computer- 
screened printouts of relevant published reports. These in turn were sent to 
the center for Independent Living in Berkeley. California, which did many of 
* the" actual literature reviews on subjects ranging from architectural barriers 
to psychological effects of disability. Much of what has been written 
the needs of the severely handicapped was reviewed. 

ERIC ^ 
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. It. .eemed wi.e to enlist the .id of the various voluntary organizations - 
• that have formed around specific disability group, to work for progrm develop- ' 
ment and expansion and promote public education on the. problem, of their group. 
•J/ith th^&Mistance of the National Rehabilitation Association, two sessions 
were held with representatives of these valuntary agencies. At the first session, 
the study was explained and agency input in the form of\ata and position papers 
was solicited. The second conference addressed specific Issues of how to identify 
the hidden disabled. hoW to define severity, what services might be p^^vided. - 
and how these needs are currently being met. 

In addition to developing information on service needs of the severely 
handicapped, it is necessary to provide information on how these needs can 
. be met. What programs now se^e 'the severely handicapped? What technology 
exists? What do service providers in VR. sheltered workshops, rehabilitation 
facilities and the like see as the main incentives, disincentives, possibilities, 
and limits of service to this group? Who. might ruh an independent living rehabll- 
. itatlon program? What alternative organizational arrangements, financial Incen- 
, tives. and manpower requirements are available for consideration? 

The providers of services to the disabled appeared to be another source 
of valuable information. A mall- out survey was sent to 1000 VR agency personnel 
(primarily counselors) , 800 facilities and workshops, and 500 various professional 
organizations and individuals. The survey instrument raised questions about 

current practices in prdvldlng services to the severely handicapped and sought 
opinions on changes. We received approximately 1.300 responses. 

A review of programs which currently provide benefits to the severely 
disabled was conducted by Dr. Berkowltz. with special emphasis on HEW programs 
but. attention to others as well. Consultants prepared papers on Issues affecting 

o 7 
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certain groups (e.g., the retarded/the mentally ill, the blind, the deaf) and 
special concerns such as the technology of rehabilitation. 

An analysis of the tosts and benefits of various alternatives of providing 
VR, pre-Cocational, or Independent living services under different conditions 
to group, vhlch may variously be defined as being covered was conducted by 
Dr. Collignon. As a res,d-t-of these analyses b^^^^^^^ 

a number of policy alternatives to Improve and expand services were designed. 

Finally, the study recommends areas for further knowledge gathering activi- 
ties under R&D and evaluations and reports on the demonstration projects mounted 
in conjunction with the study... 



ERIC 



8 



7 



' SUMMARY OF MAJOR FINDINGS 

' - ' ''. * 

4 

nefinlttons 

, this repore. ve have tenped the re.ldual lieltatlon resulting 

a consenital defect, disease', or injur, an igE^- A person with 
i^air^nt. then, r^y or not have a^^. inahiiit, to pernor, 
so^ v., life functions. When the disahiUt, interacts »ith the environ^nt 
to i,oa. i^edi«nts to the individual's goals «or travel or wor.. for e«.ple. 

. ^ -hofP are severely handicapping enviroji- 
the individual has a handicap; that is, there are severe y 

• menta as well as impairments. 

^ severity refers to the degree of i»pair^nt. disahilit,. or handicap. 

.t the worst degree of se^re. these three ter^ are virtuaXi, synonymous. 

• .,™ent is mild or moderate, a disability or handicap 
, Furtheroiore. «hen an iinpairment is miw or 

may or may not exist. 

■ 3 An impairment can only he alleviated or remediated through devices 
„ .dual care. . disahility can he remediated through training, or devices 
or mediCl care. A handicapping condition, on the other hand, can he remediated 

through Change, in the environment, or training of the individual, or hoth. 

H4*fferentlv to a given impairment. Thus, 
4 Different persons react differently to « 5 ^ 

1. 4„ different disabling or handicapping conditions, 
.lailar Impairments may result in different ais ,6 

.d hv a aiven level of impairment 
some persons are more disabled or handicapped by a giv 

.»*.-«if such as motivation, 
other, for reason, other than the impairment itself, such 

.g.. education, family, and environmental or attitudinal harrier.. 
^ u AAA^^tnz conditions in different 

5 Disabled persons face different handiclpping c 

have a relative minor 
ErJc Por e«mple, .o« severely disahled^have 



handicap with respect to transportation, whereas others a^e severely 

.limited by transportation. 

6. Diagnostic labels are sometltaes used as proxies for ^sabilitici; 

or handicaps. One often hears that if a person has a condition-blindness, 
paraplegia, retardation-that person has a .•disability" or "handicap." How- 
ever, any given diagnostic label iinplies a range of. severity. Such labels 
often further stereotypes about" the abilities of individuals^ which are in- 
correct. 

Kstlmates of Severely Disabled Popula tion 

1. Most data files do not contain information on handicapping conditions 
at all; a few focus on disability. The primary data sources useful for popu- 
lation estlnxates measure inability to work attributed to some health condition 
or disability. HoveveA there is^no current ongoing system for data collection 
on the characteristics or number of the handicapped for VR purposes. 

2. A comparison of the major sources of data on the disabled population 
results in different estimates even when^ controliing for year of survey, 
definition of disability, severity, etc. C^r estktes are based on the most 
methodologically sound par£s- of different approache,. We estimated that in 
1975 there are approximately the following number of most severely handicapped 
persons in the United States, when severe disability is considered to be 
analogous. to severe handicap: 

\ , 8,280,000 

Nonlnstitutional population • 

...... 180,000 

Under age 18 4,200,000 

18-64 3,900,000 

65 and over . o • • • 

. 1,787,000 

Institutional population 



Total U.S. population with most severe handicaps ... 10.067,000 
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3. in .-ral, severely disabled „o,instltutlo„al .opuUtlon are 

ui^^ i<.«a well educated, and slightly 
r filiehtly more nonwhite, less veil, eauu , 

older, more female, siigntJ-y »^ 

^ u n.or*. than one impairment compared to the less 
nore southern, and they have more than one imp 

severely disabled. ' , ■, At.. 

■ , ■ The lar^r States .ave the larsest absolute nu^er of severely 

, H,c«hllltv types are »isculoskeletal and cardiovasular 
.bled. The most frequent disability types r 

t^alr»ents. followed by .«nt^ and nervous system disorders. • 

^hP Severely JDisabled 
--7— :::nirl7deflned dUabUd because of their Inability to 
,.r. tlnd to be oxker than persons of moderate »or. disability and to have a 
,.rlety of characcerlstlos *lch sus.est that the labor mar^t does not accept 
^ because of a combination of lr.aln.ent and other factors, rather than 

■ ^ ■ • ■ ,_,„t The analysis Of the VR program With 

because of the extent of their impairment. The ana y 

. . and reiected, and who %s success^^y or unsuccess- 
respect to who is accepted and rejected, \ , . 

£„lly Closed reflects these same factors, because of Its vo.atio . 

„ making conservative choices regarding acceptances 
tlon, the VR program seems to be making 

. „l. ln our sample »ho had been rejected by 
,or example, about 12 percent of people in our samp 

va because of severity were wording or had worked within 1 year of being 
interviewed. * «ch larger percentage had worke^within 3 years. 

, .ge play., crucial role m the ^act of a disabling condit.on. Xhe 

1* h«ve severe work disability, 
4- more likely to consider himself to have severe 
older person is more liKeiy to likely to 

* » admitted to the rehabilitation program, is more likely 
la less likely to be admitted to tne 

. .^.r. as severely handicapped, and if . 

be identified by the rehabilitation program as 

. 4« less likely to complete the program successfully, 
admitted, is less likely ^ in need of rehabilitation 

special emphasis- on the severely, handicapped in need 
J Lis focusing on Old. Clients. Since older clients are more 
. services InpUes tocusms resources 
difficult to puce, total resources would have to be increased 



allocated from younger to older clients. Such a reallocation of resources 
vould probably lower the number of rehabilitations per dollar expended. 

3. The referral source plays a key role in the rehabilitation system 

Those referred from welfare ageiicies are more likely to be rejected for 
services. If they are accepted, however, they are more likely to complete 
the program. Those referred from public and private, health agencies and 
service organisations are also more likely to be rejected for .services, and 
if accepted, they are lass likely to successfully complete the program. Tl.ose 
refer;ced from hospitals are more likely to be accepted for services but less 
likely to successfully complete the program. Severity of handicap is the most 
common reason for rejection for persons referred from all the.e sources. 

4. Education-generally makes it easier to overcome a disabling condition. 
^The better educated are less likely to suffer severe work disability, more 

likely to receive services if they apply, and more likely to be successfully 
rehabilitated if they are accepted. 

5. the probability o£ acceptance Into the program Is the sa». for vhUos 
.„d nonwhltes. Sonwhltes are more likely to consider themselves as having 
.ever, .ork dlaahllltles and are less likely to be a„ccess£ully rchablUtatod 

after they are accepted. 

t. A r.h.blUtint 1. likely to be younger, white, better educated. 
m.1.. not . public «.lst..c. recipient, married anS living with .pouae. 
H.,lng dependent., living In a State with hlgi rehabilitation expenditures 
per dUabled Individual, having competitive labor market exporloncc. nnd • 
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havins'only one disabling condition. The disabling condition is more likely 
' to be speech or hearing, orthopedic, amputation, mental retardation, neoplasm, 
digestive disorder, or genitourinary impairment. . 

7, to.>igh unemployi^nt state3,\he ^^^^ 
program is higher for females , nonwhites a^l 'older 'people.; The probability 
of sucpessful rehabilitation for all applicants i^ lower in high unemployment ^ 

States*. . * • 

' 8. The probability of severely handicapped being .denied services is " 
. lo^er 'ii those States with higher vocational rehabili'tation expenditures per 
disaked person' in the St^te. The 'implication: of this finding Is that two 
people .with the same set of char.apteris tics who .app^y; for ser^rices^ would have 
♦ different' likelihood of admittance to the program depeMing upin ^e financial 
allotpent to the State program. ' ' . ' ' 

y - • ; • • . .... ■ , , ■ ■ . - . ' ' ■ 

Survey Find'inRS ' ' . ~ 

.. - -SiLyve y of Individuals Reje cted fay VR 
, . ^ 1. Our interview sample of 889 physically handicapped Individuals 

closed from VR for severitiy wariargely white, male, and^^ut^an, and had ' ^ ^ 
' ■ anavecage family incoi of almost $7,000. .^^T^^^^ 

characteristic is that fhkf off.the .ample was over 50 years of age wlj^^^ 

oo.ly 31 percent under 45 years^of age. . s-; • y 

. 2. .A^oximately half of .the sample had some type of Whopedicim- . 

pairment; the only other- : frequently -occurri&g diagnostic ^type was|ardiac^,. 
'and -Circulatory conditions, comprising 18 percent of the sample.." • 
• * >| ' According to the Barthel Index; 45 percent of the ^surveyed population 
vere^Iund to be completely independent, in self-care and- mobility, 14 percettt ^ 
' [ wSre slightly dependent, 30 percent were, moderately dependent, and only 11- 
O percent were severely or totally depen^dent. 'On the 6asis of the Barthel . . 

. . ' ^ 13 
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index. then.'thet« U .tLlngl, lUtle evidence o£ overwhelming physical 
. .dependenc; U thi^ .^le.V ^e-seme conclusion can be reached on the basis of , 
. • ;ther f„nctlonal"li«itation\ite»s-«ost peojU closed for severi,^, can perfor. 

: almost all activities .of daily living. • ■ 
. • ■ 4. ., cross-tabulations bUeen diagnostic condition -nd severity revealed 

■ that there Is.only a minimal ielationship between' diagnostic labels and 

.■ s'everity.' IKis finding has iilottant implications for the current RSA guide- 

lines for determining severity. 
• -5. ■ The most severely disAled age group was the yoU|n8, aged 16-30. 
' furthermore, as age7ncreased. th\ percentage respondents who were totally ■ 

or -severely disabled decreased. AUxeable portion o£ young people are actually 

■ Closed for severity. While older- pe\sons appear to be closedfer other reasons. 
^ such;^ the dUficulty of ■ Job piaceint. This suggests that thpeverity closure 

■'•'rearo^is:belngusedasapro=5y^forc^^ i.- 

■ «. Almost half (46 percent) of ihe individuals of prime forking age 
• ' . Who iere functionally independent or onlV slightly dependent and closed by.VR 
hecause of severity were -either working a^ tt;e ti^. had «cent work e^cperlence. 

or warited to worjc. . 
. 7/ further analysis of young. physicWy independent persons with recent 

■ - 'ork experience who were rejected due to sevWity .showed th,t there was no 

I- single reason for their reJection-antlcipateW libor 'market, discrimination. 

paychological problea-s. disagreement ove. VR'sWam. and scheduling problems. 

' Ihese-factor. as well as conservative Judg^nts\ in placement dn the part of the 

^rt rlosAres for reasons of severity than 
VR counselor, may have contributed more to closiires 

the actual physical impairments of these individYs- 
8. Sixty-eight percent of th/persons survU 
.n?. such .s vhlelchairs. ca;.s. or de/tures. Tw.-thirL of the respondents 



indicated that they did not currently need %ny. further equipment. However, 
persons Indicating some need for equipment .listed on average of 1,3 types 
of equipment needed. . . 

* ' 9. Social Security was the agency other than VR that was most frequently 
contaXd by the severely handicapped. 88 percent having contacted this agency, 

.followed by the Food Stamp program (34 percent),- and Aid to Families with 
Dependent Children (26 percent) The benefit most frequently received from 
all agencies combined was cash income. ^ 

10. While one-half of the population received counseling from VR, only 
29 percent received any services in addition' to counseling. 

11. ' Almost two^fifths of the population stated that they did not need 
any additional services; the remaining group, however, indicated an average 
need of three services per person. The most ffiq;uently cited service needs 
were Volitional training (21 percent^, transportattof (18 percent) , physical 

; therapy (10 , percent) , vocational placement (25 percent), vocational counseling 
<14 percent), and educational costs (12 percent). 

12. / The youngest age group seems ^ to have had the greatest need for Iser- 
vices of some sort, which is consistent with their lower Barthel scores. Thus, 
the more dependent, the greater the need for services. Youtiger persons also 
had a heavier need for vocationally related services. 

13. Types of service needs clearly differed for individuals with different 
degrees of dependency. Medical services are needed for tiie most dependent, 

. jind vocational' services for those less dependent; 

14. Based on the findings of this sun^ey,' it would appear that many of 
thil group of disabled are in need of services, and that many want to work and 

- . appear capable of working but are sitting at home, often quite isolated 
O socially. Others who are le« physically able are often even more neglected, 
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in part due to conditions which could be changed with more careful planning 
for the needd of tte disabled. The service and equipment needs identified are 
within the known ability of VR to deliver. 
CHRC Survey Comparisons 

1. A little over 300 patients of 10 Comprehensive IJedical Rehabilitation 
Centers (CMRCs) were also interviewed. "The CMRC and VR sanples differed 
considerably in age distribution, the CMRC sample, having about three times 

as many individuals under 30 |ears of age as well as almost three tlx«s as 
»any individuals o.ver 60 yearl of age. Despite those important differences 
in the age ranges of the two groups, sligktly over half of both populations 

are older than 50. ^ 

2. Both populations are largely male, married, white, and living ^^^h "^"^ 
their families, -nie CMRC population, however, had a higher percentage of _ 
females . more individuals who were widm^red or single and fewer persons who . 
were living with their families. 

3. The education level of the two populations di^^red markedly, with 
the CMC population being considerably better educated than, the persons rejected 
from VR. More than twice as nsahy CMRC^atients had attended college or graduate 

school. . 

U, The CMRC population was much more physically dependent, as measured 

by the Barthel Index. For example, 45 percent of the VR population as compared 

to 18 percent of the CMRC group were completely independent in self-care, and 

mobility. Almost one-third of the CMRC group was found, to be severfty^^r 

totally dependent. - 

■ 5. The physical needs of the CMRC sample exceeded those of, the VR sample. 

The n^jor physical needs included rehabilitation therapy, attendant care, and 
©equipment. • 1/2 
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6. The CMRC population had a higher percentage of individuals in white 
collar jobs and slightly a«re than twice as maiiy eniployed as the VR popuiation. 
The mjor reason cited by the n^Jority of both populations for not working 
was physical condition, although the VR population ^ited this far more frequently. 
Finally, both groups needed similar kitids of services in order to facilitate , 
their return to work, although the CMRC population had a. higher need for 
nodical and hogie care services than the> population. 

Pr-nhW Area s for the Disabled . 
Architectural Barriers 

,1. Local governments have made very limited efforts to eliminate 
barriers in public housing and facilities. Furthermo re, a greau majority of 
the Nation's cities have not initiated any programs designed to elimnate 
these barriers. 

2. - PvjbUc Law 90-480 appears to be weakly enforced, partly because of 
the language in that law which allows loopholes. Better enforcement of existing 
standards for a batrier-free environment and a local program which contained 
information on hW modifications could be made are two key policy options that 
could be pursued. 

3. According to . the VR survey results. 16 percent of the sample had 
difficulty living m or getting m or out oe their homes because of archl- 

^; i:»S.tural barriers. The major reason the harriers were not removed related to 
" the costs of the changes. 

r^o praphicai Mobia^ity 

1. Relatively little is known about the specif ic mobility patterns of 
' the severely handicapped, althou^ it can be inferred from various surveys that 
^ their residential mbbillty i. considerably less than that of the general . 
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8 percent moved to another area because of th^ 
2. In the VR survey, /.» P-rc-i. - 

4 1 -Ml itv of fioaily assistance. 
.vlUbiUty of K ,„£o».tlon U .valUble to further 

3 Generally, not enough information ,.^,.4 Pilot 

, . the geographical .oblUtyof the severely disabled... Pilot 

eoncXnaion. ahout the g ^ ^ ,,„_„al ^hlUt, 

oro^ec^« on mobility as well as extenae 

the ™ .n^y. .^^^^^^^^^ \ 

. m perceived need. Most of. the transportation 
only to vocational placement in perceive 

; llone-third ^f the sa^le of persons reacted fr. W . ^ - 

outside once awee. or less. > . ^^^^^^^^^ ,^es of tr^^^^^^^ 

3 Different disability groups will neea 

la the needs of the blind individual are qui.e ^ 
. alternatives: For exampU, the need ^ Furthermore, 

aif f^nt from th. transportatio^.eeds of a .uadripl.sic. ^ 
different r . ^ different in terms of cost, 

these solutions for alternative groups will 

these so lu ..m on oroblems of the severely 

4 Finding solutions to transportation problems . 

. . different types of severely 
, ^ complex undertaking, since dxfferent tyy 
handicapped is a comp ,f ,,ansportation solutions. It is i^po- 

handicapped require different types af transp 30 that 

v,^ that a wide range of solutions be explored and . 
tant, then, that 8 . ^ ^ ,p,,ons 

u ««t effective national program options are ae 

the most effectiv ^ tax subsidies for excess 

4.- retrofitting existing programs, tax 
.re paratransit, retrotic s ^r ^^tating PUbUc systems. 

.osts to the handicapped, and reform of existing PU 
transportation costs to tn ^ 



ERIC 



222SS£ . , ^ _ handicapped by their 

, ...e. .the ll»ltatlon.placed on he «ve ^y^^^ ^^^^^ ^^^^^^^ 

l^al^nt their aooloecono^c ' 
.„.et their U..1 of particmtion In. the^Uhor 



inportant factors are inadequate aggregate demand, capital dlslncontlvvs. 

employer discrimination, and lack of full employment in the cconotay. . 
2. In the survey of individuals closed from VR, it was £o»nd ihut 

prior to their disability the sample worked in a Wide range of profo«»lona. 

were industrious, and many were earning an average income. Of further 
interest is the fact that 12 percent of the sample had worked -/i thin a 
year of the date they were interviewed, including ^ percent ^i^o wore cnployed 

at the time of the interview. 

3. seventy-one percent of the individuals who were cutfrcntly employed 
had perfect Barthel scores, indicating that they were totally indcpondont in 
the activities of daily livng. Allpire^ from the program, then, seed, to be 
based on Judgments about emploVability rather than severity. 

4. These Survey results indicate that special methods may have to be 
'developed to enhance the employmexit situation of the young, physically inde- 
pendent persons rejected. For the older population, so^ type o£ incrca.oa ■ 
placement program on positions,with reduced duration and intensity o£ wor. 

be most appropriate. The policy options for enhancing the emplo>..ut 
prospects of the severely hahdicapped cover a wide range. The alternative,, 
include affirmative action, public s.ctor employment, public servic. wor. 
programs, sheltered workshops, wage subsidies, employ:.nt quotas, and.proj.ccs 

with industry,^ 

Social Interaction 

r -hflV tnanv severely handicapped arc 

1. Our survey documents the fact that many seve 

•odally isolated and have poor self-concept. 

. ■, are limited tol family members, 

2. The majority of their social contacts are iimi 

* . ^ -^4. 4« ntttside activities, 

with very few engaging to any significant extent in outsi 
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targe numbers of severely handicapped are prevented from participating 



in social activities by attitudinal barriers, architectural barriers, and 
transportation barriers. f 

Mentally 111 ^ ^ • . ' 

1. The mentally ill have a high probability of being accepted into 
VR if they get to applicant status, ihey are also one of the groups which, 
on acceptance, has a high' probability of ending up not successfully rehabilitated. 

2. While the number of rehabilitated persons who are mentally ill have 
increased In Absolute numbers, such rehab ilitants have declined jrom 6.67. of . 
all clients rehabilitated in 1969 to 5.57. in 1972. . 

■ 3. independent living for the mentally disabled currently is in the 
domain of the mental health system. If future programs for ILR include the. . 
mentally ill. separate responsibilities of the different programs and agencies 
r^ust be identified. We were unable to clarify such differentiations. 
Mental Retardatxon ^ . 

1. independent Living for thl. group i ft currently the responsibility of 
experts in the field of services to the mentally retarded. If the mentally 
retarded are to be included in ILR programs.- separate responsibilities^ of the 
different programs must be defined. We were unable to find any logical differ- 
entiation of roles in such a program. - 

2. Retardation is the priory disability in almost one^ei^th of all^ 
rehabilitations. However, the severely handicapped retarded are still a 
minority of the retarded those treated, despite some eviWe that the ' 
retarded a. a group^are more vocationally capable than is reflected in the ^ 

' current VR prograni. . 

3 The VR program could help retarded persons who are seeking jobs 
.ope With serious probl^ of : 1) lack of trainf g; 2) job discri^nation; 
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3) ..ifficulty in locating jobs suitable to abilities, and 4) inability to 

coiiiplete Job application forms and procedures. 

4. Policy options which address the above problems include (1) assuring 
availability of services; (2) developing sheltered e.ploy».nt in the.ccpeti- 
tive labor tnarket rather than in special workshops; (3) having longer time 
periods for case carrying and services ; and (4) .placing greater emphasis on 

effcended evaluation. 

Blind and gtsuallv Impaired 

1.. VR services are available to blind or severely visually i-^alred 
persons In every State. »otwlthstandln8 the vastly expanded e.,>lo,ment oppor- 
tunities £or the blind, agencies serving the blind must constantly devote a 
Mjor protlon of their eMorts to Job placements. 

J . Foremos t among the multiply handicapped «ho re,»lre extra ^ special 
services £or their education and rehablUtatlon are those person who are both 
deaf and blind. The 1967 -VR amendments authorized the establishment of a 
Hatlonal Center for Deaf-Blind Youth and Adults which develops specUlUed 
mtenslve s^rvlces Veded to rehabilitate handicapped Individuals and conducts 
■ research on the deaf-bUnd. It Is not the state of Imowledge which creates 
unmet needs, for this group, but the limitations m resources. 
■ 3. Little seems to be done to help the aging blind, who constitute a 
malorl'ty of all bllnd.'reach a status of self-care. lo attain this status ■ 
they need a variety of rehabilitation services, which Include home teaching, ' 
mobility services, and supportive services. - 
The Deaf 

1 one-third of all deaf people have other disabilities besides deafness 
Pre;al.nce of deafness Is ™,re than three times a's high In persons aged 65 and 
over then in ail age groups combined. 
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of deaf persons lags far behind 
2 The tested educational achievement of deaf pe , 

^ u *veraee deaf adult lages only one 

g„de behind ncndeat .erscn,. Similarly. 

, ,<.,lflcantly below their Intelligence, skill... 

" " ; : Tt e e,l„yea .ea. Is «ar below the nation. 

The average Income o£ the emp 7 ^ ^^^^ 

Honwhlte aea. ^les have Uve tl.es the une^l.y-nt rates 

S^^^^^^"^^^""^ . \s to the provider Survey considered 

1 A clear majority of respondents to the P 

■ , p oprlate lor the- ya program both to focus the major portion of 
^ appropriate _^ handicapped ind to serve as the 

.mention on serving the seve y^^^ 
Chicle for providing rehabilitation services f 

ds o£ the respondents believed themselves capable of 
more, two-thirds o£ the they reeded more funds and 

..i more severely handicapped, althou* they felt they - 

«.££ to accomplish this objectives. . k m- a " 

^ ,„„„£- severely handicapped through VR, a 

< o Tirfi£m-tate-the_5ervijg^f_«'™"'-' 

2. TO facnita ^~;irTri5tenS±v^tralnij!g_P£^ 

. „^r of policies were favored such as: ,,„i„p^nt of .~ 7 

counselors. a reduction of caseload sl«.. and C3) aev P 

weighted case Closure system. 

.4o« racilitiesandWorkshoES 

JS^iSbllitation^acil^ provision and . 

p.habilitation facilities play a key role in servi 

1., Rehabilitatxo _ furthermore, workshops arc 

. f severely handicapped individuals. Fur therm 
evaluation of severely , _ ^^^^^^ o£ 

o of Skill training i&d. too often, tne 
• often the major source of skill tr 

jobs. * . , Aeree that «a . 
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are essential to the provision of service to all of the severely handicapped 
who could be rehabilitated. ' 

3. The development of a subsidy program to both workshops and to 
individuals in ^ workshop setting should be considered. The RSA-funded • 
workshop study should provide greater insigjit into this area. 

Technology 

1. The basic problem addressed by technology is whether a loss of 
function suffered by an impaired organism can be replaced by artificial 
means. The Rehabilitation Engineering program of RSA contains great 
promise tor significant breakthroughs and should be expanded. . 

2. In P.l. 93-112. provision is made for funding' the development and/or 
oodification of devices which are not commercially feasible for production, 
to meet tie needs of various disability groups. However, money has not been 
appropriated for this purpose. - jj 

3. A serious effort should be made both to extend the areas In which 
rehabilitation research is now being conducted and to m*.aufacture and to 
disseminate devices for the disabled. Consumer ' involvmentj^^ 



4. It is also important to consider the training requirements inherent;^- 
in dissemination both for professionals and the disabled users. ' ■ 

Benefit/Coat Analysis / 

1. Many types of analyses can be used to 'establish the value of certain 
program expenditures. Such analyses often focus on the "benefits" and "costs," 
of the given program, although they varjr greatly in -utility, assumptions,, a^ 
cohclusions. vocational Rehabilitation is one of the few social programs for 
^ich benefit/cost analyses have been made. However, we wish to express reser 
. vatlon. about the confidence that can be placed in these findings. While the 
^ techniUl aspects of the work have been very acceptable, the basic data have 
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X^y not - -UaMe. an. Ha. „eee.s.««...»n™..aUe assu^.io». 
xi ^ wlahe. to accede these assu^tlons. the analy.i. inducted a. part- ■ 
A tHi. stua, shows that the.heneat/cost tatio o. «rHn. the .eve« han.i- 
;„e. aceptea h. VK is Xess than that the nonsevetel, ha„- aceepte. 

fciy VR, but is still high (9.1). . 
■ * ^Ho hpnefit/cost caluclations have not generally, 

2. The limitations of the benefit/ cost ca 

^ ^ ' ■ 1 A ,fltlcs of the Vocational Rehabilitation 

y been recognized by Advocates and critics of 

progr«.. If congress and the Department of Health. Education, and Welfare . 
to use benefit/cost analyses as important inputs to setting appropriations 
• p.,e.itie«. then addition data necessary to develop accurate benefit/cost 
estimates must be collected. Alternatively, if Congress desires to set 
priorities on the basis of other considerations besides economic efficiency 
If Congres. desires to place highest priority on the sev^relyhandi- 

' ' . .feater need for services), then more comprehensive 

capped because of thexr greater neea x ^ 

dat^i are not as vital. 

nt hPr Programs _____ — ^ * j 

■ — — ~ '■ „ f^T- i-he severely handicapped. 

^^-^j;^-j^;;i^7-;r;;^;r;rother programs for the sSvet y 



„e eol that no co^tehensive review o£ the .edera,. prostata and poXicie^a 
.«ectin. the disahied existed he.ote the .eeenti, eo^Uted e«ott h, the 
Office of Handicapped Individuals. 

, , «hile *e„ dataWst. it is clear that program are fractionated. 
. .o^t^s- in co^etition With one an-her. and often inconsistent Within 

..waives. Xhe..rprohXe. a.e that pro.a.= are ine.itah e contain 
..p. i„ service.. su«er fro» inade,uate control, and are operated with 
insufficient knowledge and resources. _ 
3. .ou.h eati«te is that ... hiUion was spent to aaais t e 
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individual in FY 1973, the last year for which complete expenditure data were 
available.. VE expended just under $0.4 billion, or about 2 percent of the 
total budget for this group. 

4. Coordination of such programs will be difficult because of their 

differing purposes and program stpctures. 

Many programs contain severe disiricentivas to the vocational rehabilita- 
tion of the severely handicapped because the programs are predicated on 
assumptions of " labor force retirement. Since these income maintenance, programs 
bestow needed cash oilthe severely handicapped, ususally have concomitant 
medical benefits, and open eligibility to other programs as well, the cumulative 
benefits of ten require very high wage options before persons have incentives 
to show they are capable of labor force participation. We do not suggest 
persons are malignering, but that motivation is often necessary to overcome 
. a handicap and without it, parsons will not strive. , Legislative changes 
would be required to allow these programs to be based on severity alone and 
not on labor force withdrawal, so that the severely handicapped could work 
without significant penalties in lost benefits. Such changes would pernit " 
greater coordination of these programs with >VR. 
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Options / 
Pro&rarnmAt^tc Options 

1. A strong case can be mde that we have the technical expertise 
\ to provide services not currently being provided widely or equitably to a 
large number of the severely handicapped. Thus, the technology for service 
provision is known, many of the services could be feasibly delivered, and 
most recipients would benefit from the receipt of such services. Expansion 
of VR is largely a function of the resources available and the nature of the 
labor market. These are decisions for the Congress and the Administration, 
primarily with respect to investments in human capital. 

The most crucial decision area is in regard to development of an indepe« 
dent living program. The logical options for this are summarized below. J 

1. Have no ILR program 

2. ' Expand use of Extended Evaluation. 

3. Add ILR program. 

A. In non-VR agencj^ 

B. In separate. i>ixt »R-related. agency 

C. In VR 

1. Residual to VR 
* 2. Separate from.VR 

3. Single program with VR 
If the decision no proKrem . what does it mean! It means that 
the population at risk la about where It 1. now; that la, the services Ml 
or vlU not be there depending upon whether individuals can find them, 
develop ettglbiUty. and do their own advocacy. People in nursing homes or 
people rejected for severity will remain as they are now. Thla does not mean 
ErIc t*-' "'5"^^ ^ic^ve^ wiU be unserved, but that they will be served 
rti. ...tern that currently Mtlsts. 
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one. way to better serve severely handicapped widhout setting up 
a nc^ program or without simply retaining fhe status quo is to modify the J^^^ 
feo^sting program so that service provision which may end short of a vocational- 
placement is expanded. There are State directors of \m^'who feel that they 
are achieving Jm 'through their use of Extended Evaluation. and through home- 
maker .rehabilitation. The e^ectationsv however, in these easels are that . \ 
these muse be yocational in nature, and these outcomes a:;e \reated as "least 
choice."' If the Congress and Administration feel that the ^elf-care, homemaking 
outcome, is equally afimportarit as job placemek.^ then e^cpansion of the condi- 
tions under which this outcome is appropriate would,, i^ effect, expand the 
services and number of clients with severe handicaps ser;ed without vocational 
objectives. This outcome could even be described as an outcome appropriate to' 
persons who are employed but need the additional assistance. 

one of the options specified. is for a non-public agency to run the 
• iLfl program with Fede^^al grants and supervision. The idea of the voluntary 
sector providing publicly funfied services may seem novel, but such arrange- . 
oents have exist..d for many years; Sheltered workshops, rehabilitation 
facilities. and voWtary organizations such as Easter Seals, cerebral palsy, 
and epilepsy organizations have been providing services for the .most severely 
. handicapped' for years, often with' grants, putchase^f service contracts. • 
, or other Sirrangements With, public programs.' \ _ . 

Another pos^biiity is consumer-run self-help organizations to fill the > 
present gaps in the disability service delivery system. For example, the . 
center for Independent Living in Berkeley, California is staffed almost 
entirely by people with severe disabilities. They, set up and provide ser- 
vices' themselves, since for many of the severely handicapped the services 
^ ^egulred are not in the. domain of any given agency-instruction in home 



,e«,aeUng. assurance e.ui^ent .repair . or an inventory o 

attend^ts, for exa.ple. ...A,,^^^^^^ expec- 

Of course, the m could be set up HilOli^^ 

. 'nizational relationships Within the agency could be worked, 
tation that the organizational reia ' ^ / ■ 

.inctlv described by looking at the decisions 
out. The options are most succinctly descri i 

which^must be "made regarding client selection and Jlow. 

o.n t^'lients for vocational potential, 
one approach would have the agency screen client, for ^ 

• . onlv those clients failing or rejected 
1-1 hp selected as at present. Only those cj-j. u 
Clients would be seiecteu r . \ ^ 

. , TTTj cPTvices as liecess'ary. . ^ 

due to severity would then get ILR services 

■ ,. .„ .l.ld as to constttute an InKmal 
cy.referral procedure. This option may be so rigid , • . • 

,,enc, Jptlon... UUe t. Ind-ependant a.e.c. telate, to V. de.e.l.d above. 

- . ^^^^ » - « • "■"■^ TT- 

- ■ , «t intake will be-provlded the services from 
handicapped persons arrivin. at intake ,,-.„,eo^. 

Which they can benefit, for as Ion. as they can benefit, regard _ 

there conXd be fe. ■Vnsuccessfni" ontco^s. since most peopU .onid 
■ rehabilitated to a vocation or to independent living. 

^ .estly. the ILK program conld. in effect, .be the evaluation arm and 
■ ,i.e provider, as in extended evaluation, m handlcappad person, .shl. ser- 

>, .h. TLR nrosram. which refers them t6 the VR 
,iee, would be first seen by the ILR pro r _ ^ ^ '^^^^ ^ 

program only after their IIR needs have been met. This sh ^ 

■ ■ -L — - - - - — • T 

. VR .111 ^.ve had most of their needs met. except vocational. 

^.,.Aonal Befi--'--'""'- Severity I 
, .^.r Of .av.ntages and disadvantages. Th. ma.or advantages^a^e J , 

\ic - 28 
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veil known by people in tlie • field, and it provides flexibility for the 
counselor who »ay consider such factors as tfie client' s transportation 
difficulties, on the other hand, it continues the practice of ••labeling.^' . 
furthering the stereotyping of people who are severely handicapped. More ' 
in5>ortantly. there is only a ndnional relationship between diagnostic labels 

lind severity. " • 

. 2! The <extende4 RSA guideline alternatives 'have the same advantages 

as the current BSA^ definition but with soifiewhat finer disability discrimi- 



nations. , "■ 
" . ' ' 3. A method which focuses on measuring functional limitations appears . 

■ to have the greatest number of advantages since it is reliable, valid, and 
relatively easy to administer. 

■ '4. A method that would consider all aspects of a person^s handicap 

- would have a mjor advantage, in that it. would take into account such factors 
as motivation, family support, attitude, etc. ^*t/e_other hand, it would 
be difficulty develop a valid, reliable measufe of this sort which predicts 
vocational performance. 

' 5. In light of the wide discrepancy among States in the rate at wljich 
they report serving severely handicapped people, some objective instrument 
for establishing severity appears highly? desirable. 

Financial Options ^ 

1. Many 'possibilities exist for the design and financing of rehabilitation 
programa. Many of these- options can be combined and possible combinations are 
innumerable. Financing was discussed^along three dimensions: 1) Federal 
participation; 2) funding through programs; and 3) .client cost sharing. 
.Options along the first dimension include; full Federal financing, special 
' O revenue sharing and Joint funding between Federal. -State, and local levels of 
iove.nment . 
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2. A major argument in. favor of full Federal funding is that if states 
have a great degree of control, wide variations between State programs (and 
therefore inequities) may result, in both population served and services 
provided. 

3. Under a, special revenue sharing plan a VR program would have a 
given Federal allotment, funds being dispersed to States and/or local govern- 
ments by means of an allocation^ formula determined by population, target 
population. State income and/or other -State characteristics. Use pt- a 
formula \rfiich takes into account different State and l^al needs allow^ the 
dispersal of the most resources to those. States i^lvich are in greatest ' ^eed 

of assistance in achieving national goals. It also preserves the role of the 

/ ' - ■ ■ ' ■" . . 

Federal Government as a redistributor of income. On the other hand, it can 
be argued that when localties are allowed such broad discretion in the use 
o£\funds as would occur with special revenue sharing, there is no certainty 
that all would be able to achieve national goals in rehabilitation without 
specific direction or vthat, without monitoring of funds,' misuse would not 
occur. 

4. Programs which are federally authorized but jointly funded by 
State (and sometimes local) governments generally allow greater variation 
among States in terms of program design and administration and reduce the 
financial burden on the Federal Govemmient. Arrangements under which States 
contribute to program financing may involve (1) an allocation formula to 
determine the Federal contribution to imJividual States based on such State 
characteristics as ^total population, target population, and income, etc., 
and/or (2) a matching ratio that fixes the nuiiber of Federal dollars for 
each dollar contributed by a State towards a particular program, possibly 
p9p*ble by State and possibly subject to a maxlmuni determined by an allocation 
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bp funded from more 
5 It .hould .Uo be that program can be 

„£ lotot funding: »*dlcald pays 
00. .ourc.. ihSre ate «any examples of Jotot 

. . .Ible. 'and co-tn.ur.ice of the poor who are ■ 
ti. costs of premiums, ded«ctlbles. ^ ^ 

aUlbU to participate in the Medicare progr^s in some Stat.s. VR ^ 

certain BisabiUty insurance recipients are paid by »X Xrust Pun. monUs. 
for certain u , „f the costs of rehabilitation 

VK agencies are r.i^ursea at XOO percent o. ^ ^ ^ 
eertain Min^ ana aisabUa recipients o. SuppXe^ntaX ^ ^^^^^ ^ .^^^^^^ 

. .aition, VK asenlies are re.uirea to »a.i^ use o. si.U^^ 

^« Proceaures shouia be aevelopea by which the 
proviaea by oth^r programs. Procedure . „w 

for neeaea services through a 
rehabilitation agency couia pay venaors for nee . ^ 

' 1. then be reimbursea from the programs which fln^nc- 
revolving funa. VR would then be retmD 

the services sucn as Meaicaia. \ . , 



' KEY I!0L;CY INTERPRETATIONS • ' . 

In this section we present only some of the key findings of the study and 
m-k/ some observations on the inplications we see for the current program and 
for the deliberations over an Independent living program. We make the assumption 
' tha^ only a modest in^crease in the level of direct funding to Rehabilitation is 
likely to be available, for an expansion of services. Obviously, if this assump- 
tion proves to be in error, the jiidgments reflected below would have to be 
adjusted accordingly." 
Definition of Eileible Population 

While a great proportion of^he providers of rehabiiitation services 
indicated that the definition used In the VocatipnarRehabilitation Act is adequate 
for the purppse of defining severity, we feel that -some more objective instrument 
. or me,nns should be developed so that applicants and evaluators will have objective 
iVi tcVi. to judge the agency^actions. We have indicated a number of options on . 
tlu..c nppronche?. but we" feel that 'further research is required to develop a 
screonlnr. instrument consistent with legislative Intent to serve the severely 
handicapped. For the VR pi^ogram,. we fe^l that the* primary source of yariatiop 
in selection criteria should be the availability of local rehaMli tat ion resources 
such as workshops or medical rehabilitation centers. Save for these, any severely 
handicapped person in any State should haVe the right to expect approximately 
equal probability, of acceptance. We recognize that actual closures into the 
competitive labor market will vary depending on labor market conditions. 

Concomitant with this we would suggest more stringent quality control, 

especially on c^ses closed for severity. We propose making a distinction in 
.the VR reporting system which woul^ allow "difficulty of placement". as a 
legitimate closure code. Such a closure code would tno re accurately reflect local 
^1-bor market considerations. While one does not want VR to waste funds on futil^ 
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efforts to place persons f% whom the labor market will not mal^e places, one 
also wishes to distinguish clearly between those reasons based on severity and 
tho«e based on factors such as age and education combined with a disability. 

One method of developing coat estimates would be to consider a program to 
serve the 18-64 age group of 68,000 closed in 1972 for severity. Making modest 
assumptions of care needs— two round trips per week in a taxi, 1 hour per day 
for an attendant, 1 hour per week of a home health aide, 1 meal per day brought 
into the home, 4 hours of personal and adjustive counseling per year and (for 
10 percent) $1,000 toward college tuition— the cost of such a program would be 
$115.1 million. The table below summarizes these estimates. 



Table I 

Annual Cost' Estimates of Modest Program 
to Serve the Handicapped Rejected by VR 



Service 


Unit Cost 




Units 


Persons 


CoiBts . 
(;$millions) 


1. Homemaker/attendant 


$ 3.00 per 


hour 


365 


37,400^ 


41.0 


2. Homte- health 


$11.00 per 


houf 


52 


27,900^ 


16.0 


3» Meals on wheels 


$ 1.'55 per 


meal 


365 


37,400^ 


' 21.2- 


4.' Transportation/ taxi 


$ 6.00 per 
trip ^ 


round 


104 - 


37,400^ 


23.3 


5. Counseling 


$25.00 per 


hour 


4 


68,000 


« 6.8 


6. Education 


$1/000.00 






6,800 


6.8 


TOTAL 










115.1 
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1. 55 percent of our sample were dependent, a proportion used here. 

2. 41 percent were moderately to totally dependent. 
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An alternative approach' is to ask what the authorization of $80 million 

- vould have purchased, this being^he high-level authorization had independent 
living rehabilitation become operated. Average Federal shares of counselor ^t^^^^ 
in direct salary and fringe benefits, not counting office space and support costs, 
for^ 1973 was approximately $20,000 per counselor year. ' Diagnosis, evaluation . 
and restoration ran about $600 per client. If each counselor did nothing but 
serve lOO clients per year for these two services, $80 million wo^d permit, 
services to 100,000 clients. 

Put another way, to cover costs of 100 clients perly^ per counselor 

- (or a total counselor time per client of 20 hours), dia^oAs and evaluation, ^ \ 

restoration at costs comparable_to the. average caseload, $80 million would 
W paid enough to cover the 68,000 persons rejected for severity reasons and 
to send about 13,300 of them to rehabilitation centers or workshops for about 

' ,2 months each. 
Transportation 

Greater emphasis on barrier-frle public transportation, including curb cuts 
on the way to it and other efforts to enhance mobility would be a major assist 
,V , for many of the severely handicapped. 

While we do not expect the rehabilitation agencies to start major alternative 
transportation systems, we feel that the agencies can make greater efforts as 
advocates for. accessible transportation and in providing support for paratransit 
systems to 'be set up and operated by the handicapped themselves until barrier free 

systems exist. 

Employment and Labor Force Par ticipation 

The prospect for employment for the majorit^ of the most severely handicapped 
m the competitive labor market under today's conditions and without major subsidie 
to either the employer or employee seems dismal. Affirmative Action efforts will 
ERlCrobably extend opportunities somewhat to the less severely disabled. Without 



amjor legislative changes, the present employer attitudes, the effect of perceive'd 
and actual increased insurance •premium costs (an area worthy of greater investi- 
gatlon in Itself), job requlrtments for of lexibllity of schedules, and modificatldns 
to places of employment,' ail suggest that labor force participation is a faint hope 
for all but a few of the severely handicapped^; l.egi8lative changes could include . 
the elaboration of the authority in the Vocational Rehabilitation Act for new 
careers into a public employment program for the severely disabled, with 
funds for ongoing support of positions. . In addition, the number of workshops 
and facilities should be expanded,!^ as an estiiaated 1,000,000 could benefit from 
such placeioents. 
Long-Term Care 

If there is one priority area in which rehabilitation might make substantial 
contributions to both public policy and the severely handicapped. It is in wotklng 
with clients in nursing homes and long-tejm care facilities. ^ It would be desirable 
to work out more of the issues in demonstrations before moving ahead on leg^||||||atlon 
for Indjependent Living, but on the face it appears a very valid concept. 
Long-term care vendors, especially those in the for-profit sector will have few 
incentives for permitting rehabilitation to occur in their facilities. The 
most rehabllltatable individuals are probably those who require^ the least care and, 
hence, are most profitable. Turnover of beds is itself a cost to the vendor. 
Reluctance to easily cede profit is understandable. Similarly rehabilitative goals 
for this population are difficult to achieve because of a lack of community resources. 
Group* residence facilities, and other supportive settings which allow more independent 

living than nursing homes are not widely available . 

* . ' ^ \ • ' ' ' - " - ■ . 

H ealth Coverage , 

Our investigation was not able to assess the extent to which all of the 
severely handicapped have health care coverage. Since about 67 percent have 
gj^Qplemental Security Income (SiSI) and Disability Insurance (DI) benefits, they 



would have some coverage under Medicaid or Medicare. Another group would have 
Veterans Administration benefits. The CMRC clients had . their services covered 
by third party vendors in 97 percent of the cases. The VR population reported a 
high degree of coverage as welL. Thus the coverage for acute health care seems 
less problematic than the coverage for certain services. For example, after the 
initial device is supplied, the cost of repairs or replacements are largely borne 
by the individual. Coverage for items such as at'cendant care or home health 
aides even in the public programs Is very limited. 

We would suggest furthe^ investigation of the potential costs of separating 
health care coverage from income maintenance, extension of health coverage to all 
severely handicapped persons regardless of employment or income (but with reasonable 
cost-sharing provisions) , and expanded scope of services cbvered to include ongoing 
needs for equipment maintenance and replacement, attendant care, interpreters, readers 
etc. At present, good data on utilization patterns and cost factors are unavailable. 

The objective of separation of health coverage, from income maintenance is to 
reduce loss of health benefits for those 'who wish to 'work: The fear of being burdened 
with major costs of care discourages many from seeking the highest level of 'social and 
vocational functioning of which they are capable. Coverage of the acute and . 
ongoing medical, home care, and equipment needs of this group seems warranted 
without regard' to labor force participation. We feel tliat the coverage should 
. not be through the rehabilitation program, since the needs and purposes of 
such coverage are broader and most consumers of these services shoulid be 
reasonably competent to procure their own. Rehabilitation should, however, 
- be able to counsel those with difficulties. Similarly, we feel that existing 
public programs financing health care services should be Required to take the 
burden= of costs for sUch care off the rehabilitation program. If the medical 
cere financing programs were broad, enough and responsive enough to cover the , 
UGceseery services promptly and at reimbursement rates that assured quality . 



care from vendors/ then ^he rehabilitation role should focus^:^ 
C.6 manas^ment. monitoring, quality control and other activities. The sub- 
.tantlal fund, available to provide restoration could then be plajced back into 
Other rehabilitation services. 

As a BlnlMl proposal we »ould suggest that Congress eliminate the 

r„le requiring 2 ysars p£ receipt o£ Disability Insurance Benefits beiore persons 

are ellglWe for Medicare coverage. It Is an unjustifiable barrier to ..any >*>o 

might like to-be vocationally rehabilitated. 

Income Maintenance 

S«all legislative changes In SSI and DI could make big differences to the . 
severely handicapped- and to their motivation for rahabllltatlon. We are unable 
at -this ti^ to estimate the mely l-pact on caseload and e:.pendltures of some , 
of these suggestions, but given the high proportion' of severely handicapped already 
covered (67 percent) v,e feel that a significant Increase In the billions currently 
expended Is not likely. The results, however. In encouraging the severely handl- , 
capped to attempt greater self^realLatlon would-, we thlnU. he commensurate with the 
costs, we would propose that the definition of disability used for ellglMllty 1* SSI 
.„d DI be based entirely, on the severity of the disability as measured by some objec- 
tlve instrument and earnings history- to distinguish between the programs. This 
, instrument should he scaled at the level of severity of the current SSI.DI case- 
load. Then reference to Substantial Gainful Activity should be dropped and Instead 
' • a provision -for e.em;tlon of reasonable costs of employment and the present SSI 50 
' percent tax rate on earnings be substituted. This would have to parallel the separa- 
tion of health benefits from eligibility for lnco« maintenance, since even worUlng 

. mav cause severe dislocation If health coverage Is also 
without. Income, maintenance may cause fevisi 

lost. 

Altering the Income maintenance programs In this way would offer several ^ ^ 
E^dvantagc. to rehabilitation as well as to the severely handicapped. More 



pereons would have some incentives t6 try to work to improve their incomes. This 
•houia permit rehabilitation to receive more motivated clientsf. Secondly, this, 
allows individuals with some income to work and should reduce the amount of 
mintenartce expended by VR itself, again permitting greater investn^nt in other 
services. Given the limited demaiid for severely handicapped labor, we cannot 
presently estimate the behavioral effects (which may be minimal and result in 
minimal costs) , but we suspect the morale effects will.be substantial. 
Coordination of HEW Programs 

fhe problem of coordinating HEW programs for the handicapped is considerable. ^ 
These programs have differing purposes, objectives, and target groups. Some 
•re federally administered, some State administered, and some administered at the 
local level. Initiatives designed to pull such programs together, such as 
Services Integration and the Allied Services proposal have so fax reported 
limited, if any, success. Within HEW itself are the ^bureaucratic realities of 
the differences in size and influence of the Social Security Administration relative 
to the office of Handicapped Individuals and RSA. We are growingly convinced that 
If Congress seriously expects coordination then it will itself have to make major 
efforts to reconcile differing legislative purposes and to mandate pore authority 
, to the Office of Handicapped Individuals in order to gain the full cooperation 
and participation of the various agencies. 
Consumer Involvement 

- While there are considerable problems in defining who is a consumer and 
who really speaks for whom, we were struck throughout this study by the growing 
number of consumer--.an organizations and the growing awareness and advocacy 

of many of the individuals.. 

Rehabilitation needs to mke greater use of these individuals and organi- 
sations. It is they, after all, whose lives are affected for good, or ill, who 
ERIC ,«y what is in their interests .nd what is not. Certainly this is a problem 




ior Mny professional's, even in rehabilitation, to accept an ungrateful or a. 
critical client. But we feel that by utilizing consumers in rehabilitation, a 
.ore effective rehabilitation program can be established^ especially In the area 

of coordination of services. We have heard of a case, for example, when a 
-client would not sign off on his Individualized Written Plan because he thought ' 
the workshop was overcharging for the program that he was to enter. Consumers 
are uniquely able to make this type of assessment. 
Financing 

From the point of view of the VR program itself we are concerned -that the 
number of expectations placed on the program far exceed the resources available 
to meet them. Rehabilitation budgets; for. the past few years have been virtually 
constant, x^ithout considering the effect of inflation. The Congress and the 
" Administration have made little In the way of unequivocal statements that they 
expect the natural concomitant of this fiscal constraint and the efforts to 
move toward the more severely disabled to result in fewer rehabilitations, higher 
cost rehabilitations, and greater incident of closures which are either unsuc- 
cessful or in non-wage occupations. Such a signal would assure the program 
managers in the States and probably make ^t he job of facing the State legislatures 
for the State share of rehabilitation funds somewhat easier. 

If the Congress is desirous of an independent living program we would 
think authorization levels far in excess of those included in the previous bills 
would be called for, if only to cover those persons presently closed for severity 
we would think that an authorization of 30 to 80 million dollars would.be most 
usefully spent on a project grant program modeled after the Innovation. and Expan- 
iloa Crant Authority which would establish a series of projects to investigate 
. various approaches, assess the most effective and efficient means for -providing 
auch services, and work out the optimal interrelationships with other delivery 
aystems before a large formula grant program is introduced; .39 
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/ Ue vould thlnk^that much of the financing of both VR and an ILR program 
•hould be accomplished through the general health and iricome maintet^mj^ progr^ 
••pointed out previously. 

Lastly,, in financing of a formula grant program of. independent living, 
•ome consideration should be given to the possibility of client cost sharing 
since some services provided under a program of this type might include those 
normally provided by the individual -meal preparation, homemaking, recreational' 
activities, etc: Client cost sharing should include (1) payments associated with 
Inclusion in the program and (2) payments associated with use of the program's ^ 
< are benefits. ' 

1 gdependent Living Rehabilitation or Not 

As contractors we can only suggest that the need for independent living 
1 ehabilitation is there and that the rehabilitation system as it currently exists 
could provide such services as may be authorized. We were struck, however, by 
the potcr.tial cost of such a program and the minimal authorizations proposed in 
the pjcvious bills. Given the focus in VR on |:he severely disabled, we would 
suggest not beginning a formula grant program of independent living until a 
minimum of $150 million per .year can be assured to provide coverage just for , 
those currently in contact with VR and not served due to severity. Any lesser 
funds would be well spent. in VR as it presently is structured. Congressional 
Interest in an independent living program might be effectively expressed through 
fi St mounting demonstration projects to work out the service delivery and coor- 
dl ation issues until such time 'as funding for both VR and ILR is available. 

The way to most easily accommodate a very modest program of independent living 
is through expansion of extended evaluation. One small step would be to have all 
per Dns thought to be dLnfe^Sible due to the severity of their impairfiient go through 
a full program of such services. We would exclude those who are not actually 
Ynever^ely handicapped but whose closure is based on.other characteristics which , 



make competitive placement difficult. 8uch as age or inadequate education or skills. 
Moat of these persons seem to have few limitations in self.-caie and mobility. 

When ai^ limiting the program, it is important to also establish new mea- . 
•urea of auccess. , At present a client closed from extended evaluatl*; without 
^vocational rehabilitation is counted' as a non-success despite the benefit received 
from services. Certainly measurable, successful independent living outcomes 
can be defined: no longer needs attendant, can now travel alone, reduced need ' 
for assistance in homemaking, and so forth.. 

If the ILR program were limited to those severely ^andicapped who get to 
a VR Agency but who cannot be. vocationally rehabilitated, it is possible to 
.void many programmatic issues concerning which Services to provide, how to 
interface with other delivery programs and, at the same time, recognize the 
Umitatioiis d£ resources in dollars, facilities, and manpower. For 1972 we found 
■ '68.0^0 VR 'clients closed for severity. Our survey .of VR clients showed 41 percent 
had Barthel scores reflecting moderate to severe dependency due to their impair- 
ment, ' If this applied across . the board, there would have been about 27,000 clients - 
with limitations. Fo^ $80 million, about $3,000 per client would be available 
for counselor and case service costs, as well as admiriistrative costs. 

If any. initiative is to be mounted in new areas, we would propose it be . 
• ;Ln the rehabilitation of persons in nursing homes and. reijated long-term care 
facilities. While many persons "in these institutions need some level of care 
and supervision, there are some who could be rehabilitated to their homes or 
more congfeniaf community settings if they got some rehabilitation services. 
Movement to these settings could reduce ou^tlays in Medicaid and Medicare, for 
these individuals and offset costs of rehabilitation services. Demonstrations 
of the possibilities of such an approach prior to legislation would be desirable, 

but if the reform of health and long-term care, programs proceeds rapidly, we 
O 
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feel the State-Tederal rehabilitation prpgratn and/or CMRCs should be w]4itten 
In, baaed on the -fac* validity of the accomplishments in. the field. 
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• Summing Up 

When we began this study VR loomed large. At the end ve ' found that it 
accounted for about 2 percent of Federal expenditures on the severely disabled. 
While' its 'influence far qutstrips that modest proportion, we wondered at the 
expectations people placed on the program without the corresponding willingness 

to provide the resources. 

' / Any exercise- which approaches a population from the perspective of "needs." 
is very likely not only to find needs but also to find the associated costs of 
Meeting thtose needs to be very expensive. To have a comprehensive program for ■ 
' .the severely disabled that comes anywhere near to living, up to its name and 
/ expdctations would cost billions. The Congressional authorizations, much less 
appropriations, belie the impulse. The $30 million first-year authorization 
could he spent entirely on demonstration projects . The Nixon Administration 
was. perhaps, more honest in laying it chose not to put up the resources, but 
■ it failed in dealing with the cpnsequences . . 

When Congress turns to VR to deal with the more severely handicapped, 
aeveral things happen. Whatever the merit of digging into the 'pool of more 
severely handicapped, some of the traditional clients mst be abandoned. These 
are clients whom many consider quite worthy of services. But to serve the.more . 
severe, given no additional resources, means something or someone has to go. 
The next thing that happens is that the risk of failure mounts, not so much 
because VR does not know how to rehabilitate but that the labor market does not 
easily accommodate the more severely handicapped. Th? number of closures drop. 
No matter that Congress, may not>ind, nor that good is done anyway. While 
Congress may be willing to watch the number of rehabilitations drop with some 
ER?C MtUfaction that the more severely handicapped are better served, there is ^ 



little to Indicate that State legislatures and goverrfors are so sanguine. And 
It is • State -Federal program. Indeed, there is little to say that the Administra- 
tlori is so inclined. When rehabilitation declined in the first part of the 
year, the Secretary of HEW wanted to know why. 

No one can fault the desire to actualize the potential of every disabled 
person. However, the realities of resource constraints require responsible 
-public officialsboth in Congress and the Administration to make the ^ard choices 
and not make grand pronouncements of humanitarian coiicern, while leaving it to 
the local counselor to turn away the specific individual at the door. 

Much technical knowledge exists to allow the severely handicapped to^ 
realize their potential. Design of a goal oriented program and significant 
financial commitment is required. This commitment must be undertaken if the 
piomlse of providing comprehensive services is to be fulfilled. 



